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Biography  
Dr. Marcia Levetown received her bachelor’s degree from the University of Virginia, her 
medical degree from the Medical College of Virginia and her masters of medical 
management from Carnegie Mellon University. She completed a residency in Pediatrics 
at Baylor College of Medicine and went on to finish a fellowship in Pediatric Critical 
Care Medicine at the Children’s National Medical Center of George Washington 
University. 
 
Dr. Levetown is currently Principal of Healthcare Communication Associates. She was 
honored with the designation of Fellow of the American Academy of Hospice and 
Palliative Medicine in 2009. Dr. Levetown has published numerous peer-reviewed 
articles, contributed to important national policies on ethics issues, palliative care and 
pediatrics as well as widely used curricula and is the co-editor of 2 books and the author 
of several palliative care textbook chapters. For 19 years, she was an ethics item writer 
for the American Board of Pediatrics. She is also active at the national, state and local 
levels, educating and advocating for improved palliative care. Her hobbies are traveling, 
photography and physical fitness. 
 
Interview Abstract  
As an intensivist, Dr. Levetown noted three things: 1. a large proportion of critically ill 
kids were actually “chronically dying.” 2. families’ information about their child’s 
condition was incomplete or inaccurate and, feeding unrealistic hopes and influencing 
decisions based on outcomes that “were really not on the table.” And 3. family units were 
often overwhelmed by the child’s illness, too often leaving the family unit in varying 
levels of social, physical, mental, and emotion ruin. 
 
Dr. Levetown described her early experience with palliative care and hospice, her 
involvement with several research projects on reforming the culture of death at the 
academic level, the history of pediatric palliative care as a field and some of the early 
challenges implementing palliative care in a hospital setting. The profound gratitude of 
patients’ families whom she accompanied through the end of life was an important 
counterbalance to the experience of being shunned by colleagues, who had dubbed her 
“Doctor Death.”  
 
Dr. Levetown identifies several persistent barriers to pediatric palliative care, including 
funding, professional acceptance, availability/capacity of clinicians, and burdens on 
patient-family, such as time, effort, transportation, and funds. Dr. Levetown then explains 
with her vision of expanding both physical and financial accessibility of pediatric 
palliative services, community integration of palliative services, and revitalizing 
explorations into the biopsychosocial life stages of children and adolescents that have 
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Glossary of Acronyms  
Abbreviation Definition  
ABIM American Board of Internal Medicine 
CAPC Center to Advance Palliative Care 
CHOP Children's Hospital of Philadelphia 
CPN Courageous Parents Network 
DNR Do not resuscitate 
HGC Hospice of Galveston County 
ICU Intensive care unit 
IVH Intraventricular hemorrhage 
NHPCO National Hospice and Palliative Care Organization 
NICU Neonatal intensive care unit 
PC Palliative Care 
PDIA Project on Death in America 
TCH Texas Children’s Hospital 




Interviewer:  Bryan Sisk  April 17, 2019 
Interviewee:  Marcia Levetown  Page 3 of 23 
 
 
   
Interview Roadmap 
Beginnings 
Personal career influences.............................................................................. 1-2, 7-10, 12-13  
Colleagues, mentors, mentees, and other influential figures ................................... 5-6, 10-12  
 
Pediatric palliative care 
Evolution and history of pediatric palliative care ............................................ 1-2, 5-8, 10-15  
Pediatric hospice ............................................................................................................. 3-4, 8 
Pediatric palliative ........................................................................................... 4, 6-7, 9-10, 13  
Projects, research and faculty scholar .................................................................................... 5 
Childhood suffering .................................................................................................... 6, 10-11  
Challenges ........................................................................................................ 1-4, 6-9, 12-15 
Successes.................................................................................................................. 5-6, 13-15   
The future ........................................................................................................................ 14-16 
 
Reframing and rebranding pediatric palliative care  
Education and language ................................................................................................ 7-8, 11  
Connecting to other disciplines ..................................................................................... 6-8, 12 





Interviewer:  Bryan Sisk  April 17, 2019 
Interviewee:  Marcia Levetown  Page 4 of 23 
 
 
   
 
Related Works and Mentions- 
Mention Page 
Anand, Kanwaljeet  10 
Block, Susan 5 
Burt, Robert "Bo" 5 
Curtis, J. Randall 
"Randy" 
5 
Davies, Betty 5 
Feudtner, Chris 5, 13 
Foley, Kathleen "Kathy" 5 
Friebert, Sarah 13 
Hinds, Pamela “Pam”  5 
Kang, Tammy 13 
Kline, Nancy 5 
Lord, Blyth 12 
Meier, Diane 5 
Meyer, Elaine 5 
Morrison, Sean 5 
Pain and its effects in the 
human neonate and fetus 10 
The Project on Death in 
America 
5 
Tulsky, James 5 
Soros, George 5 
Sourkes, Barbara 5 
Walco, Gary 11 
Wolfe, Joanne 5 
 
 
**Edited for grammar and content by Dr. Levetown. Additions and redactions 
indicated by brackets and ellipses, respectively.** 
 
Interviewer:  Bryan Sisk  April 17, 2019 
Interviewee:  Marcia Levetown  Page 5 of 23 
 
 
   
[00:00:00] 
Bryan Sisk: Today is April 17th, 2019. I am Bryan Sisk and I'm in St. Louis 
Missouri. I'm interviewing Dr. Marcia Levetown over the 
telephone for the pediatric palliative care oral history project. Dr. 
Levetown is in Houston, Texas. Thank you, Dr. Levetown, for 
joining me today. To get us started, could you tell me when your 
mind turned toward palliative care, as a career focus? 
 
Marcia Levetown: First, Bryan, I really want to thank you for including me in this 
project. I think it’s a wonderful contribution to history in general 
and the world of pediatric palliative care. I'm wishing you the best 
of luck in completing your project.  
 
I am a pediatric critical care physician, originally. I noted in my 
experience during my fellowship and beyond, that a huge number 
of the kids that were coming through were actually chronically 
dying. 
 
It became very clear in my practice that most families really didn’t 
have a clear understanding of their child’s prognosis. They sought 
out invasive, and sometimes really difficult treatments for their 
children, seemingly with the idea that the child was likely to 
benefit in a way that wasn’t likely; that the child might be "cured" 
of his or her condition, that the child might be able to regain 
intellectual capabilities, outcomes that unfortunately were really 
not “on the table”.  
 
This disconnect between what their understanding was and what 
we understood as healthcare providers was very problematic in my 
view. To add to the problem, a lot of these families were being 
destroyed: parents were getting divorced; too often, the mother was 
required to do 24/7 care for the ill child, and therefore wasn’t 
physically or emotionally available to her other children; due to her 
caregiving obligations, she was also unable to have an income-
generating job that may have been critical for her family and it was 
common for the families to end up on welfare. Many of these 
women felt very disempowered by the inability to provide for their 
families. The other children in the family were often left to their 
own devices because of the needs of the ill child, and they 
commonly engaged in self-destructive behaviors, such as dropping 
out of school, drinking, doing drugs and teen pregnancies.  
 
It seemed to me we weren’t helping the child him or herself that 
well. We were doing a lot of painful things to these kids, due to 
parental misunderstanding, and we weren’t supporting the families 
adequately outside of the ICU [Intensive care unit]. I really thought 
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there had to be a better way to care for them. A lot of these 
children were being generated by the push for advances in medical 
technology that weren’t always applied in a thoughtful manner by 
some members of the medical community, and these folks did not 
take responsibility for the consequences of their actions. 
[00:03:07] 
Bryan Sisk: This was all in the early 1990s, correct, when you started? 
 
Marcia Levetown: Right. I actually noticed the same thing in medical school and 
residency, but it came into full focus as a fellow in the ICU. 
 
Bryan Sisk: You talked about this discrepancy of what the family understood, 
versus what the doctors and the medical community understood. 
What do you think was at the root of that back then? 
 
Marcia Levetown: I don’t think it’s just back then, it’s an ongoing problem. The root 
of it was that we just made these assumptions on the medical end 
that people understood the terms we were using, that they could 
envision a scenario which they had never encountered before, 
without us showing them. In fact, I wanted to take some families to 
a pediatric nursing home to show them kids with trachs and g-
tubes, and how they looked after a number of years, because when 
the baby is small and dependent, it doesn’t look much different 
than a normal baby. Families were unable to envision an older 
child who had grown and didn’t develop, remaining dependent for 
all their needs in an adult body. I was actually told it was 
“unethical” to bring families to see children who were an older 
version of the child I was caring for, which I couldn’t understand. 
To me, that experience was a core component of enabling 
informed consent. 
 
A patient case scenario is illustrative of the problem that I'm 
describing. In my first year as an ICU attending, I had a patient 
who was 9 year old boy and was severely developmentally 
disabled as a result of his mom doing crack cocaine during her 
pregnancy and having a uterine rupture. The baby was pulled out 
by a stat C-section with Apgars of 0, 0, 0. With an aggressive 
resuscitative effort, the team was able to restore his heart rate, but 
not his brain function. He functioned at a brain stem-level only, 
and therefore couldn’t clear his secretions, eat or swallow, and 
couldn’t do any sort of self-care. He did have seizure activity, so 
he had a trach and a g-tube. He couldn’t appreciate a hug, a kiss, 
music, a touch, anything at the most basic level; he didn’t behave 
differently when he was not fed for a few days. 
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He came to me as a result of his fourth aspiration-induced cardiac 
arrest that year. He had severe contractures. The people caring for 
him were his custodial grandparents, who themselves had a fairly 
diminished intellectual capacity. The legal guardian was his 
mother, but she was in jail on drug charges and not immediately 
available, although we did later go out to the prison and talk to her 
and her warden.  
 
I asked the grandparents; "Tell me what you're hoping we can 
accomplish with our healthcare for your grandson." They said, 
"We’d like him to be better." I said, "I would too. Tell me what 
that means to you, though." They said, "We’d like him to walk, 
talk, and go to school like his brothers." Clearly that was a massive 
disconnect from what we understood in the medical community, 
versus what they understood, in terms of his potential outcomes. 
 
My approach to that is one that I still use today, which is to say, 
"I'm really sorry! I surely wish we could do that, but there is no 
medicine, there is no surgery, and all the love I see that you feel for 
him will not make that possible. I'm very sorry to inform you that 
that’s not a possibility. The best we can hope for is that he’s going 
to be just like he was before he got sick this time." They said, 
"Well, what about a brain transplant?" 
 
The public’s belief is very strong in the medical research 
enterprise, so strong that it provides hope for outcomes that don’t 
exist. That’s a huge issue, too, in my view. It results in our being 
asked to continue interventions that are harmful to the patient (and 
often the family) without countervailing benefit, in hopes that a 
“cure” is “just around the corner”.  
[00:08:00] 
Bryan Sisk: What were the biggest challenges in caring for these children who 
were suffering from these various illnesses? 
 
Marcia Levetown: I would say the biggest overall challenge was lack of payment for 
services, which still plagues the industry today. There was just a 
message today by a colleague on a listserv asking “how do you pay 
for this”? The answer was around 60 percent of programs continue 
to be funded by donations. It is sad to say that palliative care still 
not an accepted part of the care paradigm among insurers and other 
payers, including Medicaid.  
 
The second thing is regulatory. I started my palliative care career 
by approaching a local hospice. Back then there were about 695 
hospices in the United States, all of which were community-based, 
not for profit, small hospices. The closest one to the university 
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hospital where I was working, Hospice of Galveston County 
(HGC), was about 15 miles away [and was the only game in town. 
Most hospices are adult-oriented, which makes sense, because 
more adults die annually in the United States than children. But 
this is another barrier to kids getting the care they need. Even 
today, some hospices will not accept children.]  
 
 
When I approached HGC, I asked, "Do you take care of kids? 
You've been around 11 years." They said, "Yes, we do." When I 
asked how many, they said, "Eight." "You have eight on service?" 
They said, "No.” Eight this month?" No. "Eight this year?" No. It 
was eight in the 11 years they’d been in business! [Yet, we had 115 
kids dying each year at our hospital, and many more living in the 
community with life limiting chronic illness. Bravely, Sue 
Mistretta, the HGC administrator, and Beverly McCormick, the 
head nurse, agreed to forge a new path and begin an experimental 
program to care for children living with life threatening conditions 
and their families in the community, even at a financial loss, if they 
received support from me about pediatric illness and medication 
management as well as hands on care.]  
 
The problem receiving pediatric referrals at the time was the 
hospice requirement for the patient to accept a restriction on 
resuscitative attempts. While that makes a lot of sense when you're 
terminally ill, for families to make this massive change from full 
court press to what felt like “abandonment”, just didn’t work. 
[Access to hospice, which at the time was only option to receive 
palliative care, is restricted to patients certified as “terminally ill”, 
a label most families of children likely to die reject. Additionally, 
prognostication is difficult in kids- waiting until certainty of 
impending death too often resulted in referral in the last hours or 
days of the child’s life.]   
 
It seemed to me that accepting patients without requiring a DNR 
[Do not resuscitate order] initially, and working towards an 
acceptance of limitations of no longer beneficial interventions, 
would be more appealing to these families. Tender loving care 
would be helpful in gaining their trust over time, but we had to 
have the opportunity. These pediatric families needed support 
before the actual time of death. HGC agreed to this- a massive 
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A lot of families still wanted certain interventions that they 
depended on, like in home nursing care and other services, [that 
would have to be forgone if they agreed to the hospice benefit; this 
was not a reasonable tradeoff for them.] We decided to offer our 
services concurrently for free, but were told that that was a 
violation of our licensure, and that providing supportive care to 
families- the social worker, chaplaincy, nursing, and counseling 
services— was "illegal." That was a problem.  
 
HGC didn’t have a home health license, so they couldn’t bill for 
piecemeal services, and that’s why they were providing it for free. 
They didn’t want to pursue a home health license just to be able to 
take care of these kids, because there was a lot of additional 
monetary and administrative burden to do that. We were told we 
may be accused of offering care as an “inducement” for future 
hospice referral. 
 
Further, subspecialty pediatric services really wanted to hand off 
the kid to—or collaborate with-- a team that knows a lot about 
children and their diseases; the hospices didn’t. Hospice personnel 
were fearful of taking care of kids, and most hospice care was 
really low tech. Getting a kid, for instance, with a trach, assisted 
ventilation, a central line, need for transfusions, or other things like 
that was eye-popping for them and difficult to integrate into their 
idea of what hospice and palliative care looked like. In fact, the 
word palliative care was not in use, and we didn’t have a real 
concept of that in pediatrics at the time. In summary, there were  
monetary, regulatory, interpersonal and expertise related issues 
that were the main problems for children to access palliative care 
at that time. 
[00:12:24] 
Bryan Sisk: You mentioned that palliative care was not a common concept in 
the early to mid-90s. When did that become a more familiar 
concept? 
 
Marcia Levetown: I have to give a lot of credit to palliative care becoming an 
accepted concept to The Project On Death in America1, (PDIA) 
funded by George Soros in 1995. His goal was to find abrogations 
of freedom in various countries and try to attack the underlying 
problem in that location. In his view, in the United States, the 
biggest freedom that was compromised was the freedom to die 
comfortably, in peace, in your own home. He convened a group of 
experts that included Kathy Foley, Susan Block, Robert (“Bo”) 
Burt and others to identify the best strategy to overcome this 
problem. 
                                                 
1 Soros, G. (1998). The Project on Death in America. Open Society Institute. New York (New York). 
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Their assessment was the best way was to develop faculty scholars 
at medical schools who could change the culture of death and 
dying through education. The first group of faculty scholars was 
funded in 1995. I was fortunate to be one of the faculty scholars in 
the second cohort in 1996. We received 60 percent funding for up 
to three years, to promote our work to develop research, training 
programs, curricula, and otherwise trying to change culture to 
recognize the need for better care of “the dying”. 
 
The most successful of the scholars, in my view anyway, was 
Diane Meier who was in the first cohort, and who ultimately 
developed the Center to Advance Palliative Care (CAPC). 
Between the efforts of Diane and the other faculty scholars, who 
included research and advocacy luminaries like Randy Curtis, Sean 
Morrison, James Tulsky, Andy Billings, Tony Back, and others, 
the project was a resounding success. Kathy Foley, the chair of the 
overall PDIA, and Susan Block, in charge of the Faculty Scholar 
Program, were wonderful colleagues and mentors, ensuring we had 
all the tools needed to be effective change agents.  
 
I would say palliative care took a foothold in the culture around 
2000. What enabled a wider embracing of palliative care was  
development of the research enterprise and the associated 
knowledge base, proving that palliative care was an evidence based 
field of practice, which Sean Morrison, Diane Meier, Anne 
Mosenthal, Randy Curtis and many others enabled. [This 
ultimately established the opportunity for board certification, 
which is essential to gain respect from fellow physicians, to access 
academic funding for subspecialty fellowship training, and funding 
for ongoing research funding, as well as recognition by the public.]  
 
On the peds [pediatric] side, I think that Joanne Wolfe, Nancy 
Kline and Elaine Meyer, Pam Hinds, and Betty Davies and Barbara 
Sourkes are the ones that were the research gurus out there that 
created the pediatric palliative care research base initially, and then 
Chris Feudtner came on like a juggernaut and really was huge in 
getting the research out, particularly the epidemiologic information 
that was essential to understanding the bigger picture of pediatric 
palliative care opportunities.  
 
Really all of that was in the early 2000s and actually Joanne Wolfe 
got in a lot of trouble, as I understand it, with her home institution 
because she was at Boston Children’s, still is, and published in the 
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New England Journal of Medicine in 20002 a study that indicated 
that children who were known to be dying of cancer and were in 
the children’s hospital—so it’s a very controlled and very clear 
situation -- that their symptom management was absolutely horrid; 
that they did not receive good symptom control and that there was 
a lot of suffering. To reveal that, to sort of show your institutional 
dirty underwear, was very embarrassing to a very well-respected 
hospital. The point that she made by publishing those data was: If 
we’re not doing this well, just imagine at other less well 
performing hospitals, what’s going on out there. We have to 
recognize this, acknowledge it, do something about it and not just 
tell ourselves that we’re the best at taking care of children. 
 
I think that really popped the lid off. Once we had a research base, 
we started lobbying the American Board of Internal Medicine 
(ABIM) and other American medical specialization boards to 
accept and acknowledge palliative care as a specialty. They 
approved that in 2006 in a very unusual way. They actually banded 
together to have ten boards have the same test administered by the 
ABIM. This was problematic, because the boards that were 
involved were radiation oncology, emergency medicine, OB gyn 
pediatrics, and family medicine, internal medicine, surgery—and I 
forget the others, but there were ten. 
 
They all had to take the same test, but what a radiation oncologist 
knows about palliative care is how to do single fraction or short 
fraction treatments. They don’t know all of the internal medicine 
[and they really don’t need to know that to provide their portion of 
the palliative care enterprise]. Same thing with surgeons, peds, etc. 
The peds questions were really adult questions that they just threw 
in a pediatric age patient, but it was about communication or 
ethics, or whatever, something pretty universal. [I think the effort 
was to provide an army of full bore PC providers, but that was not 
necessarily the goal for the individual practitioners, nor for their 
fields. I have a friend who is a neonatologist and well respected 
PPC mentor, and he was unable to pass the ABIM test, because the 
internal medicine information was irrelevant to his practice and he 
felt it was not reasonable for him to study it.]  
 
 
There was a brief effort to lobby ABIM to offer the 
communication and ethics pieces as one global test but to have 
modular tests by the other boards that reflect the knowledge base 
                                                 
2 Wolfe, J., Grier, H., Klar, N., Levin, S., Ellenbogen, J., Salem-Schatz, S., Emanuel, E., & Weeks, J. 
(2000). Symptoms and Suffering at the End of Life in Children with Cancer. New England Journal of 
Medicine. Vol 342(5), 326-333. 
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needed for their specialties, but this was rejected due to cost issues. 
Nevertheless, the ability to get palliative care board certified was 
huge, but that wouldn’t have happened without the research base to 
support the idea that there is sufficient knowledge and expertise to 
say, "I'm different." That really helped because people like me, 
who are critical care docs, or neonatologists, or heme/onc docs. 
Otherwise, our colleagues say, "You're just a critical care doc, why 
do you get to consult on my patient when you're not on duty in the 
critical care unit? How are you different from me?" By being able 
to say, "Well, I'm different from you because I've worked at 
understanding symptom management, communication and ethics. 
While you know a lot about that, I've made it really the primary 
focus of what I do. I may be able to add here to the care of this 
patient, by interviewing the patient and family and consulting on 
how we might approach this a little differently to get the best 
outcome for them." It was really important to be able to distinguish 
ourselves. It was a huge evolution, but there were building blocks 
along the way that were critically important and a lot of people 
contributed to that coming to fruition.  
[00:20:30] 
Bryan Sisk: As palliative care teams were being developed, how were they 
viewed by other doctors? 
 
Marcia Levetown: At least in my case, and I think in many others, we were viewed as 
"Doctor Death"; we were shunned socially and clinically. It was 
very difficult and, of course, the administrators of the hospitals 
didn’t really value us because, to this day we still have this 
problem—we’re not bringing in cash.  
 
I'd had a lot of trouble in my career with the idea that the services 
of certain doctors, who I didn’t think were providing ethical or 
high-quality care, being more valued than the patient and family-
centric services that we were trying to offer, because they brought 
in much more revenue to the hospital. Here we’re in all these "not-
for-profit" hospitals, but the driving force was always revenue, not 
good patient care. I understand you have to have a bottom line to 
be able to provide services, but there had to be, I thought, a better 
balance for what we were trying to accomplish for patients and 
families.  
 
I didn’t see enough investment in supportive services, such as child 
life and social work, that actually understood family dynamics and 
were effective at counseling. Too often, they were diverted to 
administrative tasks. Having outpatient supportive services was 
really important. That’s something we’re still struggling with, but 
it didn’t exist at all in the 90s or even most of the 2000’s. [Without 
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it, children were sometimes confined to the hospital for the rest of 
their existence- and that is not much of a life. Parents can be guilt-
ridden and some abandoned their children altogether when we did 
not provide support for them.] 
  
As far as colleagues at the time, it was only with great reluctance 
that they accepted palliative care intervention. I remember, I had 
this kid in the NICU [neonatal intensive care unit] that I was 
consulted on, and the attending physician changed from the 
moment of the consult request to the moment I got there, less than 
24 hours later. This was a kid with group B strep and severe brain 
destruction, having seizures constantly. It was clear from his brain 
ultrasound and from his history that he was not going to survive, 
no matter what we did. The attending who requested a consult 
believed in palliative care. She had twice had personal experience 
of tragedy in her own children’s health. 
 
The attending who was on duty when I came in “did not believe 
in” palliative care. When I came to do the consult, he screamed at 
me, "What are you doing here? This has nothing to do with you." I 
said, "Well, your colleague requested a consult, and I'm here to 
make my assessment and recommendations. I'd really appreciate 
the opportunity to do that." He just screamed at me, "Get out."  
 
That wasn’t unusual, and when The Project On Death in America¹ 
faculty scholars got together at our retreat, there was often a group 
hug and a lot of crying, because it was the one place that we felt 
supported and that we felt like people understood what we were 
doing or trying to do. We just needed someone to say, "You're a 
good doctor, you're a good person, and you're doing important 
things." It was really pretty hard. I think I didn’t have a unique 
experience around those issues—everyone else in my group was 
having that same experience across the country. 
[00:24:37] 
Bryan Sisk: What about the pediatric patients and the families? How do you 
think they viewed the palliative care teams when they were first 
developing? 
 
Marcia Levetown: With my local hospice, despite the challenges and until we got the 
legal framework, we couldn’t continue to provide services. What 
we chose to do was to say, in trying to provide care for these kids 
and their families, there is no requirement for a DNR. There is no 
requirement to admit that the child is terminally ill in order to 
receive services. We will provide services for these chronically ill 
kids, we will talk to the physicians who are caring for them 
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directly, and we will counsel the families if given the opportunity 
to speak with them. 
 
The hospice went from having 8 kids in the 11 years before the 
change to having 31 kids referred in the first month. There was a 
huge underlying need that we had tapped into. As far as how did 
the families appreciate it? I can't even express how joyful they 
were in having extra support and having a clearer understanding of 
their child’s probable future and making better decisions on that 
basis. For each family, as you might expect, this process was an 
evolution. We had this one mother who had this 3 ½ year-old who 
was neurologically devastated that had a trach and a g-tube. She 
basically had a home ICU and he had come in and out of the 
hospital quite frequently. As a result, her husband had abandoned 
the family. Her 15 year old daughter had run away, her 12-year-old 
son was failing at school, and she was on welfare. She hadn’t 
attended church in over 3 years, despite its importance to her, and 
had lost contact with almost all of her friends and family. She went 
from saying, "I want everything done", whatever that means, to 
saying, "well, I think that he would benefit from coming to the 
hospital the next time he gets sick, but I don’t think that the ICU is 
the right place for him any longer," to saying, "I want him to get 
antibiotics, but I'd rather him stay at home," to saying, "the next 
time he gets sick, I'm gonna make sure he feels loved and 
comfortable, and surrounded by friends and family, but I'm gonna 
let him go."  
 
That was a five-and-a-half-month process, and how did we get 
there? We got there by having the chaplain visit with her, by 
having the opportunity to provide some respite care so she could 
go back to church. She could reconnect with friends, and feel 
supported, cared about, and not isolated. 
 
We got the symptoms under better control because we had eyes on 
him frequently. He was hospitalized much less often because we 
were able to intervene prior to him getting so sick that he needed 
the hospital, and the gratitude was just tremendous. In fact, when I 
told my husband that I wanted to go from being a critical care doc 
to being a palliative care doc, he said, "I'm so worried that you're 
going to be sad all the time, all these patients dying all around 
you." I said, "You know, all my years in ICU, I've only had one 
family that kept in touch with me for years afterwards when the 
child had a good outcome. But for my palliative care families, they 
just want to just spill out their heartfelt gratitude that we saw them, 
we relieved their suffering, we saw the child suffering, and 
everybody felt better."  
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The dramatic change in their well-being and outlook was so 
palpable and so obvious that I got joy from seeing that they felt 
relieved and that they felt happier. Even though the child 
ultimately died, that’s not the worst tragedy in the world. The 
tragedy is allowing suffering to happen right in front of you 
without acknowledging it, without doing anything to intervene.  
 
I guess I have a little different view of life and death than many 
people, but for me, death is an inevitable thing. I don’t try to 
prevent it, necessarily, if it’s not preventable. Of course, if it is 
preventable, that’d be great, especially if there’s a good quality of 
life at the other end. If it’s not preventable, or we’re just 
prolonging the dying process, then it’s my privilege to help people 
feel better, to cope better, to adapt better, to live a new normal, and 
to prevent that suffering from happening.  
 
The families recognize that that’s what’s happening and sometimes 
it’s just very rapid. I had a little girl that had one of the million rare 
diseases that we get to take care of in pediatric palliative care. 
When I was consulted “to get the DNR”, I walked into the room, 
and found her covered in sweat, breathing 120 times a minute. Her 
eyes were rolled back in her head from the effort, and she’s just 
miserable. 
 
The mother, of course, was distraught. I said, "I can get your 
daughter’s breathing more comfortable. If you would give me 24 
hours to do that, we’ll be in a better situation to have a 
conversation about important things about her care." She said, "Oh, 
whatever you can do, doctor, you know, that would be so 
tremendous." 
 
I gave her a little morphine, and the kid was breathing about 40 
times a minute the next day. The mother was relieved—the furrow 
in her brow and the worried look in her eyes were gone. The baby 
wasn’t covered in sweat. She was able to sleep. It just makes such 
a difference. That’s what’s the beauty of palliative care—to see 
that worry fade away, to restore pleasure in caring for the child and 
to reduce suffering on the part of the patient and their family 
members. It’s such a rewarding thing to do and the families of the 
patients are the main reason it’s rewarding. 
[00:31:14] 
Bryan Sisk: You talked about suffering and the different aspects of suffering. 
Going back to when you were finishing up your training in the late 
80s, early 90s, how effectively was pain managed? 
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Marcia Levetown: [laughs] It wasn’t. We didn’t even talk about it. It was only in 
1986 that [KJS “Sunny”] Anand published in the New England 
Journal of Medicine about pain in newborns.3 At the time, people 
were doing surgeries on babies with no analgesia and no 
anesthesia. The most common surgery in premature babies is 
patent ductus arteriosis ligation, which is repaired through a 
thoracotomy, known to be the most painful incision in surgery. 
They were doing this without any anesthesia. The kids were at risk 
of having an intraventricular hemorrhage, which they had because 
the pain was so horrible, and as a result, their blood pressure was 
very high. This brought the potential for severe retardation and 
other things that go along with IVH [intraventricular hemorrhage], 
such as hydrocephalus, because of the unaddressed pain alone. 
Anand’s groundbreaking work and publication in 1986 started a 
conversation about the fact that fetuses and babies experience pain 
and require anesthesia for surgery and other invasive procedures. 
Pain in Infants, Children and Adolescents that Schechter, Berde 
and Yaster published in the early 90’s was really, again, 
groundbreaking. 
 
There’s a group at Dalhousie University in Nova Scotia led by 
Allen Finley that did a huge amount of work on pediatric pain. In 
the mid-90s, a lot of doctors were doing circumcisions without 
doing dorsal penile block, or any other sort of anesthesia while 
cutting off one of the most sensitive areas of a little boy’s body. 
Subsequent research showed that these babies actually had changes 
in their spinal cord and in their sleep patterns for several days to 
weeks after the circumcisions without analgesia. They had 
substantially greater fear of immunizations as toddlers compared to 
other children who hadn’t had a circumcision. 
 
To say that there was little to no attention to pain in children is an 
understatement. As an ICU fellow, pain wasn’t discussed. We used 
fentanyl, we used a lot of other meds, we monitored vital signs, but 
there was no real formal assessment of pain, nor of delirium. I 
remember inserting  art-lines without any increase in analgesia; at 
the very least, a local would have helped. We had kids with chest 
tubes that didn’t have any sort of local block.  
 
We weren’t using any sort of distraction or other techniques, which 
I think are actually helpful. For severe pain, putting in a chest tube 
or a thoracotomy, I'm not sure distraction techniques are that 
beneficial, or at least they are insufficiently beneficial without 
supplemental medication. 
                                                 
3 Anand KJS, Hickey PR. Special Article: Pain and its effects in the human neonate and 
fetus. New England Journal of Medicine 317:1321-1329, 1987. PMID: 3317037 
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The research that was coming out about pain was really helpful. 
Leora Kuttner is a Canadian psychologist who published a lot 
about non-pharmacologic interventions for pain management, as 
did Gary Walco, another psychologist. We were lucky to have 
wonderful people out there in the research enterprise that were 
interested in pediatric pain and who insisted that we speak with our 
colleagues to help them recognize that children have pain and that 
there are long-term consequences to not recognizing it and doing 
something to prevent and manage it. Still today, we have a lot of 
trouble with kids with sickle cell not getting adequate analgesia, 
especially when they have hips that have deteriorated and bone 
marrow with infarcts and things like that. There’s a lot of suspicion 
that those kids are faking it so they can get high. And also opioids 
are pretty crappy for chronic pain with a lot of neuropathic 
component. Most opioids, other than methadone, don’t do a good 
job of treating neuropathic pain. Methadone is really an excellent 
drug, but it has such weird pharmacokinetics and so many drug 
interactions, that it’s an underutilized asset in our armamentarium 
against pain. [Improved knowledge about chronic neuropathic pain 
would result in a huge improvement in care.]  
  
[00:36:17] 
Bryan Sisk: What about psychological and social needs? How were those 
managed back at that time when you were starting out? 
 
Marcia Levetown: I don’t know how it was taken care of universally. I can tell you 
that in the children’s hospital where I was a fellow, which was 
Children’s National Medical Center in Washington DC, we had a 
unit based social worker that I would love to see every social 
worker emulate. She went to every family meeting that she could. 
She was a mentor to me in particular, but not intentionally. 
 
She prompted me to restate things and to recognize when patients 
and families weren’t understanding what we were talking about, to 
pause and listen to them more often and longer. She was just an 
incredible mentor in that manner, a very non-intrusive but 
wonderful mentor. She spent a lot of time in the aftermath of 
family meetings, working with families, helping them understand 
better, to process the information, and to decide about care goals. 
She was a huge asset.  
 
I don’t recall child life being in my ICU, which was a problem, but 
again, in terms of when the kids go home, there was nothing, just 
absolutely nothing in terms of psychosocial support. Today that’s 
not that different, except for certain well-funded institutions with a 
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great fund-raising arm that have made the case to their donors that 
this is important. The fact that this is donor dependent, I think, 
speaks to the fact that it’s not a well-accepted component of the 
care of these patients and their needs.  
 
I'm really grateful to Blyth Lord, who had a child die, for her effort 
in creating the Courageous Parent Network (CPN), which provides 
online social support to people so they don’t feel alone in caring 
for their child with a life threatening condition. [CPN now also 
provides excellent educational resources for families and 
professionals.]   
 
There was a big child life professional network years ago that I 
often relied on for ideas and support and it has subsequently 
dissolved, which is somewhat shocking and extremely sad.  
 
In summary, psychosocial support for families and children with a 
life threatening condition, especially in the community setting, is a 




Bryan Sisk: When you were starting out, what were the biggest challenges you 
faced as you started this career path? 
 
Marcia Levetown: The societal and professional lack of willingness to admit that 
children die, and the need to redirect our efforts to prevent and 
mitigate suffering in these situations, as opposed to attempting to 
prolong life at all costs, was and remains a huge challenge. I had 
actually tried to speak to Ralph Feigin, the chairman of pediatrics 
at Texas Children’s Hospital (TCH), a man with whom I had a 
close relationship during my training there, about teaching the 
trainees about palliative care. TCH is one of the largest children’s 
hospitals and pediatric residency and subspecialty training 
programs in the world and is constantly growing. Dr. Feigin was a 
brilliant guy and a wonderful teacher, but as I turned towards 
palliative care, he wouldn’t speak to me . 
 
If you look at the palliative care programs on a map of the United 
States, the mid-central and south-central portion of the United 
States still has minimal effective palliative care infiltration. I see a 
lot of highly developed palliative care programs in the northwest, 
in the northeast, on the west coast, and there’s a pretty good 
penetration in the central upper Midwest. 
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I'm in Houston because my husband works here and I can't really 
leave. I've had some jobs where I've been away from home five 
days a week and come home on the weekends, because there just 
wasn’t a lot of opportunity in the 4th largest city in the US. Finally, 
in 2016, Texas Children’s hired a physician director for palliative 
care and I think it’s Tammy Kang if I'm correct. She came from 
CHOP [Children's Hospital of Philadelphia] under the tutelage of 
Chris Feudtner. TCH had a nurse driven palliative care program 
prior to Tammy’s arrival, because they didn’t want to challenge 
physician decision making.  
[00:41:30] 
Bryan Sisk: Over your career, what have been the biggest changes in the care 
provided to these suffering children? 
 
Marcia Levetown: I think all the things that you've prompted me to speak about have 
been the biggest changes in terms of having a research base, 
having some dedicated programs. The Boston Children’s Program 
is huge. Sarah Friebert, who’s been another great contributor PPC,  
developing the program at Akron Children’s and being a force for 
children at the National Hospice and Palliative Care Organization 
(NHPCO). Chris Feudtner at CHOP provides robust research and 
training as well. All 3 are centers of excellence in pediatric 
palliative care. So that’s a huge change and they have deep teams. 
They're starting to develop outpatient capacity, not so much in the 
community, but even clinic base care is a great leap forward in 
terms of delivering care right where it’s needed and having more 
frequent touches without generating a lot of expense. The fact that 
they have any of these centers of excellence is huge, because we 
now have fellowship training in pediatric palliative care. But if you 
look at the total number of fellows in pediatric palliative care, it’s 
small compared to the need. If you look at the amount of pediatric 
training that adult palliative care fellows receive, so that they 
might be capable of taking care of a kid once they get in their 
careers, it’s miniscule.  
 
There are a lot of positives in terms of progress in the field of 
pediatric palliative care research, training and service delivery, but 
there remain a lot of challenges—funding, as we talked about, 
manpower, and regulation.  [The 2011 ruling that some children on 
Medicaid hospice programs could receive concurrent disease 
directed interventions was helpful, but these kids still need to be 
within 6 months of their anticipated deaths and the hospice may 
get penalized and even accused of fraud if patients are on service 
too long.]  
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If concurrent care models were less restrictive and more widely 
available to reassure patients, if physicians were trained to look at 
the patient and family and how the potential care plans might 
affect quality of life, whether potential “life-prolonging 
interventions” truly able to achieve that goal and to evaluate 
whether they are more burdensome then beneficial, it would be a 
huge advance. Every time we make a care plan, we need to include 
the patient and family in the process and evaluate, from their 
perspective, if the plan will hurt or help them more. Using a team 
approach, including child life, nursing, social work and chaplaincy, 
helps in achieving this goal.  
 
What bravery does it take to have these conversations and to 
gradually help the family to understand that, "Maybe what we’re 
doing isn’t helping, it’s hurting their child and their family." These 
conversations need to happen earlier. Maybe we give a little less 
preference to some of the other specialists who always want to 
dangle out one last hope, or present things like “it’s the only thing 
left to do”, or need to recruit enough people into their research. We 
need to have a better balance favoring quality of life than we 
currently have.  
 
The biggest change since I started is that that there is such a thing 
as pediatric palliative care teams, that there is a specialty in 
pediatric palliative care, that there are big programs in a small 
number of places. These are all great leaps forward compared to 
where I was, but in my view they're still insufficient. You should 
be able to be a kid in Appalachia and receive pediatric palliative 
care services. Just because your father’s coal miner, or your mom’s 
a waitress or your dad’s a busboy in rural Alabama, or wherever 
you might be, this should not be a barrier receive pediatric 
palliative care.  
 
There’s never going to be an adequate pipeline of available 
specialists in pediatric palliative care because the restrictions 
we’ve put on certification for mid-career physicians and the lack of 
sufficient training in peds for adult palliative care docs. There’s not 
really a good way for mid-career people who finally get an "a-ha" 
to become palliative care specialists. Asking them to leave their 
current jobs for a low paying fellowship training away from home 
at a time in their life when they're not really in a position to do that 
is very restrictive. Opening additional certification options would 
be helpful. [The Hospice Medical Director Certification Board is 
one important way to generate new hospice docs, but this is 
restricted to hospice care alone and does not generate upstream 
palliative care certified physicians.]  
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Development of telehealth is crucial to the delivery of palliative 
care in the community, but there are a lot of unnecessary 
restrictions on that, particularly in terms of reimbursement not only 
for physicians, but also for non-physician caregivers. I think we 
still have a ways to go, but we’ve made a huge amount of progress 
since I started, since I was called "Doctor Death" and screamed at 
to get away from the bed of a dying child. 
[00:46:03] 
Bryan Sisk: Actually, I would love for you to dream aloud, to budget, and 
politics, and all of the other obstacles we talked about, if none of 
those were in place, what would you want care for these children 
to look like in another ten years? 
 
Marcia Levetown: Well, as I mentioned, I'd really like to see pediatric palliative care 
programs throughout the United States. I would like to see much 
more community and home-based care instead of hospital-based. I 
think the idea of having the greatest concentration of palliative care 
available only in research hospitals is just not reasonable- greater 
access for all patients would be huge. 
 
Different delivery models that are better suited the needs of 
patients and families may look like enabling a remote visit instead 
of asking families to pack up the kid and all the needed equipment 
and meds and drive them an hour, two hours, or five hours away 
from home, then sitting in a waiting room for an appointment. 
Sometimes the appointment’s cancelled. Sometimes the patient’s 
families can’t afford paying for the parking and all that. If you 
think about it from the patient-family side, that’s nearly untenable, 
and the fact that they do it all is amazing. 
 
I would like to see more pro-active, upstream, preventive, 
palliative care and a broader array of practitioners available to care 
for these patients. NPs and PAs trained in pediatric palliative care 
will help to reduce costs. Greater availability of music and play 
therapy can reduce the anxiety and pain in some kids. [Chaplains 
trained in PPC can also be tremendously helpful. But all these high 
touch/low cost services need to be paid for- and the savings 
derived from these patients no longer accessing high cost/low 
touch medical interventions should be the source of this funding. It 
remains a challenge to convince CFOs of this opportunity, and it 
only applies to Medicare, HMOs and value-based care (VBC) 
paradigms, which is not a common model in pediatrics as of today, 
One can only hope for VBC to take hold, as it has the potential to 
dramatically improve the quality of care by redirecting resources to 
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care that improves quality of life and efficiency of care. Telehealth 
would be a big component of that as well.]   
 
I’d love to see social workers that actually get paid to do family 
counseling instead of being asked to do administrative paperwork. 
I just would love to see a greater array of practitioners, greater 
accessibility, and to reduce the burden on patients and families in 
receiving pediatric palliative care. Provide community-based 
support for patients and families. Engage schools, engage others. 
Stacy Orloff at Empath Health in Clearwater, FL and Sue Huff in 
Baltimore have developed a lot of programs in which they are 
aggressive in working with the schools and I'd love to see that be 
more widespread. And more available counseling, not only for the 
patients, but also the siblings to ensure their well-being too. I really 
would love to see a greater focus on these things than we currently 
have; it’s a huge need. 
[00:49:26] 
Bryan Sisk: I guess lastly, is there anything else that you want to tell me about 
this development or history that I haven’t hit on today? 
 
Marcia Levetown:  There’s recognition in other countries of the need for pediatric 
palliative care and we really should look to these models—the 
Australians started to figured it out in 2004 and the Royal College 
of Paediatrics and Child Health based in the U.K. has a beautiful 
set of programs and standards that they put out starting in '99.4 [A 
UK advocacy group initially called ACT and now called Together 
for Short Lives offers patient-based and professional-based advice 
to improve PPC5 had some great materials, including a video 
produced by adolescents and young adults living with life-
threatening conditions, about sexuality as a disabled and terminally 
ill person, that haven’t been incorporated into what we’re thinking 
or doing in most places. Many other countries have policies, 
curricula and programs that are successful- we can take a short cut 
to better care by looking at existing models.] 
https://www.togetherforshortlives.org.uk/changing-
lives/supporting-care-professionals/resources-and-research/ ACT  
 
While new research is critical, looking to actually implement 
evidence-based care, and particularly based on advice given by 
patients and their families, would be a big advance. There is still 
long way to go, but there's a lot of hope for the future.  
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